Chronickidney disease

outlook

Baby was unable to afford the cost of the kidney dialysis she needed.

Filtered out

When kidney dialysis or transplants are available only
to those with money or insurance, those without pay
dearly — often with their lives. By Lauren Gravitz

aby was a 38-year-old mother of four
with end-stage kidney disease. She was
vomiting, tired and needed dialysis
three times aweek. Butin her townin
northernIndia, the cost of therapy was
prohibitive. Her daughters left school to save
money, but still the family fell behind in their
household expenses. All Baby could afford was
onedialysis treatment each week. Eventually,
even that became too costly. She stopped
going for treatment, and died shortly after.
Vivek Jha, a nephrologist and executive
director of the George Institute for Global
Health, India, in New Delhi, contrasts Baby’s
story with that of another of his patients: a
25-year-old roadside vendor with end-stage
kidney disease. Jha told the man that his best
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bet for survival was a kidney transplant, but
the father of two young children couldn’t
afford it. “We thought he’d be another one
of those who’d go home and die,” says Jha.
Instead, some of the vendor’s colleagues asked
Jhawhatthey could doto help. The money they
raised, combined with financing from local
philanthropists and a kidney donated by the
man’s mother, allowed him to get the surgery
he needed.

The average life expectancy of someone
with end-stage kidney disease — also known
as kidney failure — is around 15 years with a
kidney transplant (it can be longer or shorter,
depending on whether the kidney is from a
living donor or not). Life expectancy for a per-
sonreceiving dialysisis 5-10 years on average.
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Those whoreceive neither willdieinless than
amonth. Transplantation, dialysis or deathare
the only options for people with kidney fail-
ure.Which of the three someone experiences
is,byandlarge, determined by where they live,
their socio-economic status, their education
and their race. For end-stage kidney disease,
thestakes are high and the equity gap is deep.

In most countries, organs from both living
and deceased donors arein short supply. Dial-
ysis, therefore, is the most common option for
someone withkidney failure, andit’s far from
ideal. Peritoneal dialysis uses a catheterinthe
abdomento passively infuse solution over the
courseof atleast eight hours. It'susually done
athomeovernight, and requires storage space
for the dozens of boxes of solution needed for
amonth of treatment, as well as a consistent
power supply, a sanitary area for treatment
and access to running water.

The alternative approach, haemodialysis,
uses a machine to remove blood, filter it and
then reinfuse the clean blood. The process
requiresthe recipientto have surgerytocreate
vascular access. Although this active process
can be done faster and less often than perito-
neal dialysis — three times a week for about
four hours at a time — it is usually done at a
dialysis centre and can leave people feeling
exhausted for hours afterwards. In countries
such as the United States that have few social
safety nets, those hours also result in time
away from work and lost wages, often requir-
ing people to make difficult choices between
their physical and financial security.

Therich get healthier

Varying wealth and health-care systems
mean that countries tend to funnel people
with kidney failure down different paths. In
lower-income countries, that path is often
conservative management: few or no dialysis
centres and exorbitant treatment expenses
mean that end-stage kidney disease is usually
an imminent death sentence. Research has
shown that only 1in 100 people in sub-Sa-
haran Africa who start dialysis will still be
receiving treatment a year later’. Often they
don’trealize that they’re signing up for along-
term commitment, Jha says. In some places,
the time and cost of travelling to a free clinic
can be too much for people to maintain.
Many people travel great distances, thinking
they’re headed towards a one-time, curative
procedure. “When they get there, theyrealize
thatthereisno cure,”Jhaadds. “They will start
dialysis, but very soon they realize that it’s not
sustainable and they will drop off and die.”
In low- and lower-middle-income coun-
tries, kidney disease is the leading cause of
‘catastrophic health expenditure’ —whenthe
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medical spending of a household exceeds a
certain threshold of capacity to pay. Almost
everyone with kidney disease who receives
accessible and sustainable treatment lives
in high- or upper-middle-income countries?.
Only around 7% of those who have access to
dialysis and receive regular treatments are in
low- or lower-middle-income countries, even
though some of these countries are more
populous than higher-income countries and
have similar or higher rates of kidney disease
compared with the rest of the world.

Evenwithinupper-middle- and high-income
countries, equity gaps persist. People with
similar disease receive different treatments,
and have different fates. This can depend not
only onthe country’s health-care system — pri-
vate insurance compared with universal health
care, orafocusontransplantationratherthan
dialysis — but also on the person’s location,
their support network, their socioeconomic
status, their race and their ethnicity.

“Inany country, even if things are free, you
have to depend on peoples’ health literacy and
thesafety they feelin accessing the health care
system,”says Adeera Levin, executive director
of BC Renal in Vancouver, Canada, an organ-
ization that oversees the care and allocation
of kidney services in British Columbia. “And
inanyillness, the more resources you have as
anindividual — be they financial, intellectual
orsupportservices —thenthe morelikely you
aretodowell”

“In British Columbia, for instance, health
careis free but we have a diverse geography,”
says Levin, who is also a nephrologist at the
University of British Columbia in Vancouver.
“If you have to travel 100 milesto see a special-
ist, you're not going to get the same care as if
you have to travel three blocks.”

The United States has a different set of
equity issues, mainly because its system of
private health insurance means that those
without coverage slip through the cracks.
Thereis no universal coverage for preventing
or delaying progression; only once someone
has been diagnosed with kidney failure does
the government step in, with Medicare — a
federal programme for those over 65 or with
certain disabilities — covering the cost of dial-
ysis 90 days after starting treatment.

Many think, however, that this approach,
is like trying to use a garden hose to put out
a forest fire — it’s too little, too late. Inter-
ventions that can slow the progression of
kidney disease, such as regular exercise, kid-
ney-friendly diets, specific medications, and
controllingblood glucose and blood pressure,
are most effective when started earlier in the
course of the disease. “All of the important
stuff happens before you get on dialysis,”

Levin says. In countries such as Canada that
have universal health care, the systemis set up
to provide care every step of the way. “If you
have kidney disease and you're progressing,
you get care,” Levin says, although she notes
thatthere are geographical and socio-cultural
limitations. The US approach of waiting until
the end stages of disease to guarantee care
“absolutely scuppers people fromgetting any
prevention”, she says.

Silent killer

Even in countries that aim to detect kidney
disease early, many people don’t receive
treatment until their disease has progressed.
“Kidney disease doesn’t give any specific
symptoms until it'stoo late in the game,” says
Tushar Vachharajani, aninterventional neph-
rologist at Wayne State University School of
Medicine in Detroit, Michigan. It is, he says,
“asilentkiller”.

End-stage renal disease s typically defined
as kidney function of less than 15% of typical
levels. But people often don’t show symptoms
until their kidney function has declined to
below 20%. Such late symptom onset means
that people without health insurance or reg-
ular care are less likely to be diagnosed and
treated in time to prevent progression.

In the United States, those with the worst
care are consistently people of colour.
Research has shown that US dialysis facil-
ities in communities where most residents
are Black or Hispanic have poorer outcomes
than would otherwise be expected?, regard-
less of the individual’s race and ethnicity, says
nephrologist Deidra Crews, deputy direc-
tor of the Johns Hopkins Center for Health
Equity in Baltimore, Maryland. Crews thinks
that factors at the community level proba-
bly have an important role — these could be
limited access to other health care, healthy
foods, services that support stable housing,
or somethingelse.

When it comes to preventing the progres-
sion of kidney disease, Crews says, it’s clear
that consistent health care makes a difference.
An unintentional experiment for this exists
in data from Medicaid — a public health-in-
surance programme for low-income individ-
uals in the United States, and one that varies
between states. A few years ago, with federal
government funding, some states chose
to expand their Medicaid coverage under
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legislation known as the Affordable Care
Act. Crews points out that people who began
their dialysis regime while living in states with
this expanded Medicaid coverage had better
survival than did those in states that did not
expand®. Although the underlying reasons
aren’t fully understood, the fact that these
people have access to care before starting
dialysis means that they are better positioned
to maintain treatment. “We know that having
coverage prior to dialysis initiation makes a
difference,” Crews says.

Accessing dialysis can also be difficult for
certain populations because it depends on
factors that physicians often neglect to ask
about, Crews says. Many people do not have
aregular place tosleep, for example, or have
little family or community support, or consist-
entaccesstofood, let alone healthy options.
“We make all sorts of recommendations for
dietto people with end-stage kidney disease,
but it’s almost impossible to follow that diet
when you have alow income and you aren’t
even sure when you’ll get a meal,” she says.
“It’'s avicious cycle, because then people get
labelled as non-compliant for the kidney-fail-
ure diet and are not considered eligible for
things like transplantation.”

Inanidealworld, one with universal access
to preventive care, physicians could catch
kidney disease early and slow its progress.
Until then, dialysis remains a stop-gap solu-
tion — prolonging survival until donor organs
become available. Dialysis is expensive, cost-
ing countries a disproportionate amount
of their health-care budgets relative to the
small number of people who need it. It’s also
available only to those with the resources to
access it and maintain that access, multiple
times each week.

Until there are better medical options,
Crews says, it’sessential toimprove people’s
access to care before the onset of kidney fail-
ure.Researchersare alsolooking toimprove
affordable access to dialysis for low-income
individuals and countries. Back at the George
Institute for Global Health, India, Jha and his
colleagues are testing a portable, low-cost
dialysis machine that they are aiming to get
into clinics as soon as possible. They hope
that by telling Baby’s story they can raise
bothawareness and funding, and that she and
countless others will not have died in vain.

Lauren Gravitz is a freelance science
journalist in San Diego, California.

1. Ashuntantang, G. et al. Lancet Glob. Health 5, e408-e417
(2017).

2. Liyanage, T. et al. Lancet 385, 1975-1982 (2015).

. Hall, Y. N. et al. Health Serv. Res. 49, 971-991 (2014).

4. Swaminathan, S. J. et al. JAMA 320, 2242-2250 (2018).

w

Nature | Vol 615| 9 March 2023 | S7



